SUMMARY The parents of children with r-thalassaemia displayed various patterns of emotion (guilt, death anxiety, denial of feelings) and their behaviour towards the child was inappropriate (overprotective, conspiracy of silence); this could affect his psychosocial development and lead to tension within the family. Some parents were overdemanding and even hostile to hospital staff, thus making the management of cases difficult. The therapeutic team has tried to concentrate on these problems in order to clarify them and give support to the families. This has facilitated communication within the family as well as between the family and hospital staff, and has diminished the problems.
about the illness may lead to restriction of some of the child's normal activities and prevent him from making friends. The parents' attitude may result in over-protective behaviour or in open rejection. The child's own feelings and reactions to his illness may affect his relationship with his siblings, with other adults, or with his parents.
The prognosis for thalassaemic patients has now improved. This has been brought about by the application of frequent transfusions and, especially, by the early introduction and regular use of ironchelating agents, and by the prevention of hemosiderosis. Consequently the average life expectancy for children has increased. Generally, the modern treatment and management of the disease has reduced the number of complications, the need for admission to hospital, and the time spent there. However, the treatment of such children is mainly on an outpatient or a day unit basis. The improvement in the prognosis of the disease has started gradually to affect the attitude of those concerned with the thalassaemic child, although it seems that P-thalassaemia is still considered to be a fatal disease.
Experience in the transfusion clinic at Aghia Sophia Children's Hospital where children who suffer from 3-thalassaemia receive regular transfusions has shown the need for psychological support and management of the whole family of the sick child. We therefore initiated a programme using group therapy with the parents of children with P-thalassaemia. The aims of the programme were:
(1) to demonstrate more explicitly the psychological burden that many families with t-thalassaemia experience; (2) In some these depressive feelings were intense and seemed related to the parents' own ambivalent feelings about the child and to previous experiences -such as a previous death or early deprivation. In nearly every case the parents had not known that they were carriers of the trait.
Death anxiety This was a prominent and recurrent subject in all the discussions. Anxiety about death is common in parents with a chronically sick child, but it was clear from these parents that such anxiety and fear of death was linked with the life expectancy of the child.
It is interesting that even though the parents knew about the recent improvements in the prognosis, they still remained preoccupied with death. However a change in attitude is a slow process. We speculated that in a few cases death anxiety was associated with deeper psychological problems that could not be explored in the group.
Denial ofthe problem andfeelings Denial was shown by a number of parents. Some parents could not come to terms with the reality of the child's illness and denied it altogether. It was as if the illness was a blow to their narcissistic needs and consequently to their self-image as good parents. The denial was in some cases an attempt to cover unconscious hostility towards and rejection of the child. Social factors were also concerned in the mechanisms of denial. These parents felt that a sick child was a demonstration of their failure, so that they were ashamed and tried even more vigorously to deny that there was anything wrong with the child.
Conspiracy ofsilence
This describes the situation whereby nearly everybody in the family, even the sick child, knew about the illness; they all experienced the burden of it, but nobody talked openly about it within the family. It These behavioural patterns and intrafamily relationships alternate from one to the other, and siblings and members of the extended family were often affected as well, leading to a vicious circle (Figure) . The family's relationship with the rest of the community was affected, and the family tended to be socially isolated. They felt ashamed of the child's condition and guilty about having transmitted the trait (or stigma*) that was equivalent to a social 'stigma'. Parents often expressed strong feelings about the child's lack of colour or the other abnormalities that are characteristic of the condition, especially if the affected child was a girl. Facial abnormalities were another factor that prompted the family to 'hide' the child for social reasons.
Problems also arose with the child's school. The children were often away from school and parents revealed in the group discussions that they did not want to explain to the teacher the reasons for the absence. Some had even asked the child to lie to the teacher, thus generating conflict within the child. Apparently this transaction is another manifestation of the conspiracy of silence and it illustrates the kind of double-blind situation the child is in.
Inevitably the medical and nursing staff who were working with these families were bound to find themselves in an emotionally-charged situation. The needs of these families were excessive. Anxiety and depression may permeate within a ward or within an outpatient transfusion department. Parents often projected their anger and guilt on to the medical and nursing staff and criticised the management of their children. Others tended to project their omnipotent feelings on to medical and nursing staff and expected 'magic cures', or blamed the doctors or nurses if something went wrong with the child. It is clearly easy to create problems in the management of such cases, and they can be particularly intense if the nursing and medical staff are not aware of the complexities of the parental feelings, and the reactions and conflicts that can be generated within themselves. Factors that also affected the management of the children were frequent staff changes (these disturb parents and children for obvious reasons), staff overburdened with work, and unsuitable layout of the transfusion department-such as lack of space and shortage of play areas. * In Greek the word stigma means trait.
Modes of intervention
The group discussions enabled parents: (1) To identify the psychological problems generated in the family from the chronicity of the illness. (2) To meet other parents and exchange and share experiences and feelings. (3) To draw attention to inappropriate emotional reactions and clarify them. (4) To give information on the current knowledge of 3-thalassaemia, including genetic counselling. (5) To encourage parents to use their own resources for self-health care.
In a few cases it was necessary to refer a family for more detailed assessment to the department of psychological paediatrics and to recommend individual counselling or psychotherapy of parents and the child.
The psychiatric team contributed greatly by collaborating closely with the medical and nursing staff and helping them to understand the complex inter-relationships of the biological, social, and psychological needs of the sick children and their families. The medical and nursing staff become more aware of their own reactions and feelings towards the complex needs of these families.
Results
During the 3-year period of this work the atmosphere in the transfusion department has become less charged, parents and children seem more relaxed, and there has been friendly co-operation with the medical and nursing staff. Parents are able to identify and clarify some of their feelings about the illness, and consequently their anxiety and guilt have been alleviated. We believe that in several cases we succeeded in breaking into the vicious circle and thereby helped the family to maintain better relationships. Similarly some parents and children were able to adopt a more realistic approach to the illness and plan the future. The working relationship between the child psychiatry team, the paediatricians, and the nursing staff has improved. We have now started group therapy with the children. The request came from the children themselves and there are now two groups with adolescents up to age 15 years.
Conclusions and recommendations
The need for psychosocial support of these families is imperative and it is necessary to provide a more comprehensive management of the child with thalassaemia that includes the somatic and psychosocial aspects of the condition. The same approach is also applied by others in thalassaemia (P Massallia et al., 1981, personal communication) as well as in other chronic or fatal conditions.6 7 Liaison psychiatry is also an important concept and if suitably group.bmj.com on June 24, 2017 -Published by http://adc.bmj.com/ Downloaded from applied can promote the total management of the chronically sick child. It also seemsthatmore research is needed in relation to the psychosocial aspects of the problem. Our own research programme aims at investigating in greater depth the psychological problems of children aged between 7 and 11 years by using a battery of psychological tests and semistructured interviews. Recent improvements in the prognosis of thalassaemia should be taken into consideration and a great effort should be directed at informing society in general and the authorities in particular so that attitudes may be changed for thalassaemic patients, so that with proper medical treatment and psychosocial management they can cope better with the problems generated by their illness, and live useful and happy lives.
